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Pessoas com distúrbios hemorrágicos (DHH) e distúrbios da hemoglobina 
(DHb) hereditários enfrentam barreiras de acesso ao atendimento odontológico devido 
aos riscos específicos da doença ou devido às barreiras relacionadas ao paciente, 
como a recusa profissional ao atendimento odontológico. Isso contribui para a 
deterioração da saúde bucal e pode aumentar a necessidade de tratamento 
odontológico invasivo. O objetivo deste estudo observacional transversal foi de 
identificar as principais barreiras de acesso ao atendimento odontológico de pacientes 
com DHH e DHb. Indivíduos atendidos na clínica odontológica do Centro de 
Hematologia e Hemoterapia do Estado do Paraná (HEMEPAR) foram convidados à 
participar desta pesquisa, no período de agosto de 2019 à março de 2020. Os dados 
foram coletados por meio de um questionário composto por questões 
socioeconômicas e demográficas, autopercepção ou condições de saúde bucal 
relatadas pelos pais, perguntas sobre acesso a serviços e histórico de tratamento 
odontológico. O modelo de regressão de Poisson univariado e multivariado com 
variância robusta foi empregado para determinar associações entre a recusa 
profissional ao atendimento odontológico e as demais covariáveis (p <0,05). Os 
participantes (29,1%) já sofreram recusa profissional ao atendimento odontológico. A 
maioria dos indivíduos com DHH (53,2%) não sente confiança em seu dentista devido 
à tendência de sangramento. Grande parte da amostra (64,6%) sentiu-se apreensiva 
ao visitar um dentista generalista. A maior prevalência de recusa profissional esteve 
associada à idade (RP = 1,021; IC95%: 1,010-1,032). Indivíduos sem risco aumentado 
de sangramento tiveram menor prevalência de recusa profissional ao atendimento 
odontológico quando comparados àqueles com risco aumentado de sangramento (RP 
= 0,536; IC 95%: 0,291-0,990). A recusa profissional de atendimento odontológico foi 
alta em pacientes com DHH, especialmente para adultos mais velhos. Eles têm falta 
de confiança em seu dentista generalista devido à tendência de hemorragia e a 
maioria dos participantes fica apreensivo em procurar um dentista fora de um centro 
especializado. DHH sofreu mais recusa do que DHb devido ao seu risco aumentado 
de sangramento. 
 
Palavras-chave: Disparidades em Assistência à Saúde. Hemofilia. Doença Falciforme. 
Assistência Odontológica para Doentes Crônicos. Transtornos 










People with inherited bleeding (IBD) and haemoglobin disorders (HbD) face 
barriers to access dental care due to the specific risks inherent to each disease. This 
contributes to the deterioration of oral health and may increase the need for invasive 
dental treatment. The aim of this cross-sectional study was to identify the main barriers 
to dental care access for patients with IBD and HbD. Those individuals seen at the 
Paraná State Centre of Haematology and Haemotherapy (HEMEPAR)’s dental clinic 
were invited to participate in this study between August 2019 and March 2020. Data 
were collected through a questionnaire consisting of socioeconomic and demographic 
items on self or parent-reported oral health conditions, questions about access to 
dental services and history of dental treatment. Univariate and multiple Poisson 
regression model with robust variance was used to determine associations between 
professional refusal of dental care and other co-variables (P < 0.05). The participants 
(29.1%) have already had professional refusal of dental care. The majority of the 
participants with IBD (53.2%) did not feel confident with their local dentist due to their 
bleeding tendency and most (64.6%) felt apprehensive about visiting the local dentist. 
The high incidence of refusal to provide dental care was associated with age (PR = 
1.021; 95%C = 1.010-1.032). Individuals with low bleeding risk were less likely to be 
denied dental care by a professional compared to those with high bleeding risk (PR = 
0.536; 95%CI = 0.291-0.990). Professional refusal of dental care was high in IBD 
patients particularly for older adults. Most participants felt apprehensive about seeking 
an outside dentist and patients with IBD were more denied dental care than those with 
HbD due to their increased risk of bleeding. 
  
Key-words: Healthcare Disparities. Haemophilia. Sickle Cell Anemia. Dental Care for  
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1 INTRODUÇÃO  
 
Distúrbios hemorrágicos hereditários (DHH) são defeitos do fator de 
coagulação ou da função plaquetária (FISKE et al., 2000). Esses, incluem a hemofilia 
A e B, baseado na deficiência de fator VIII e IX, respectivamente - subdivididos em 
leve (5–25%), moderado (1–5%) ou grave (<1%) de acordo com a concentração do 
fator no plasma - doença de von Willebrand, distúrbios hemorrágicos raros e distúrbios 
plaquetários (GADDAM et al., 2014; SONBOL et al., 2001). Segundo Brewer et al., 
(2003), o distúrbio hemorrágico mais comum é a doença de von Willebrand e seu 
padrão de herança é autossômico dominante (tipo I e tipo II) ou recessivo (tipo III). 
Baixos níveis do fator de von Willebrand resultam em diminuição da adesão 
plaquetária, bem como uma deficiência do fator VIII, resultando em um tempo 
prolongado de sangramento. As condições hemorrágicas hereditárias mais graves são 
a Hemofilia A e B (também conhecida como doença de Christmas) e seus padrões de 
herança são recessivos ligados ao cromossoma X. Embora essa condição afete 
normalmente homens, as mulheres, quando portadoras, podem ter um baixo nível de 
fator e uma leve tendência ao sangramento (FISKE et al., 2000). 
Independentemente do tipo e gravidade da doença, episódios hemorrágicos 
orais são comuns; as razões relatadas são más práticas de higiene bucal, lesões 
traumáticas, erupção e esfoliação dos dentes. Há uma chance de minimizar o número 
de episódios hemorrágicos melhorando as práticas de higiene bucal em grupos 
hemofílicos, o que, por sua vez, melhora sua qualidade de vida (GADDAM et al., 
2014). Além disso, esse grupo pode apresentar risco aumentado de sangramento 
significativo em procedimentos odontológicos invasivos e frequentemente, portanto, 
necessitam de tratamento pré-operatório adequado com um agente hemostático 
(HSIEH; KLEIN; BATSTONE, 2017; KALSI et al., 2011; KUMAR et al., 2018). Isso 
significa que alguns tratamentos podem precisar ser realizados no hospital ou nos 
serviços odontológicos especializados da comunidade (KALSI et al., 2011). Estudos 
demonstraram que o controle da doença periodontal reduz marcadores inflamatórios 
em todo o corpo, incluindo articulações sinoviais (SCHAFFER et al., 2016). Também 
foi demonstrado que a inflamação crônica resulta em uma variedade de 
anormalidades articulares em pessoas com hemofilia. Portanto, manter uma cavidade 
oral livre de doença e inflamação pode ajudar a manter o sistema estomatognático 
12 
 
saudável e minimizar vários fatores de risco sérios para sangramentos (SCHAFFER 
et al., 2016). 
Indivíduos com DHH têm dificuldades em acessar atendimento odontológico 
devido a riscos específicos da doença ou devido a barreiras relacionadas ao paciente, 
contribuindo potencialmente para a deterioração da saúde bucal e, 
consequentemente, aumentando a necessidade de tratamentos dentários mais 
invasivos (KALSI et al., 2011). Uma complicação bastante comum é o sangramento 
excessivo após procedimentos dentários, particularmente após a extração dentária 
(FRANCHINI et al., 2005). Além disso, a oferta de tratamentos dentários avançados 
para pacientes com hemofilia e a garantia de segurança durante esses tratamentos 
acarreta custos adicionais (ZALIUNIENE et al., 2014). Uma das barreiras conhecidas 
para acessar o atendimento odontológico é a falta de confiança dos próprios 
indivíduos portadores de DHH na capacidade dos dentistas em tratá-los (FISKE et al., 
2000). Adicionalmente, a reposição de fatores necessária antes do tratamento 
odontológico pode não estar disponível em alguns locais (HARRINGTON, 2000). 
Apesar da manutenção da saúde bucal ser uma prioridade, como exposto, indivíduos 
portadores de DHH enfrentam dificuldades no acesso ao atendimento odontológico 
primário. As principais barreiras de acesso podem ser devido a recusa do cirurgião-
dentista em atender indivíduos com essas condições, constrangimento do paciente, 
preconceito pelo estigma associado ao status de HIV ou outras doenças derivadas do 
suporte transfusional, apreensão devido a experiências em procedimentos anteriores 
e falta de confiança no dentista (KALSI et al., 2011). Isso pode aumentar a 
necessidade de tratamento odontológico mais invasivo e, consequentemente, 
aumenta a necessidade de cobertura hemostática. Portanto, o atendimento 
odontológico preventivo, sem recorrer à reposição de fator de coagulação sanguínea, 
torna-se opção sempre mais segura e econômica do que o tratamento invasivo 
decorrente da má condição bucal e dentária. 
Os distúrbios da hemoglobina hereditários (DHb) abrangem todas as doenças 
genéticas da hemoglobina (Hb). Esses distúrbios genéticos afetam a estrutura 
(variantes da hemoglobina) ou a expressão (talassemias) das diferentes frações da 
Hb (WEATHERALL; CLEGG, 2001). O termo doença falciforme (DF) descreve uma 
alteração genética que define as DHb que decorrem de mutação no gene que produz 
a hemoglobina A, originando outra, mutante, denominada hemoglobina S (Hb S), de 
herança recessiva que provoca a distorção anatômica dos eritrócitos, fazendo-os 
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tomar a forma de “foice” ou “meia-lua”. O gene da hemoglobina S (HbS) pode 
combinar-se com outras alterações hereditárias das hemoglobinas, como 
hemoglobinas C, D e E, gerando combinações que se apresentam com os mesmos 
sintomas. As DF são uma das enfermidades genéticas e hereditárias mais comuns no 
mundo (BRASIL, 2015), sendo as mais freqüentes do tipo anemia falciforme (ou Hb 
SS), a talassemia ou microdrepanocitose e as duplas heterozigoses Hb SC e Hb SD 
(BRASIL 2009). Quase 7% da população mundial carrega uma mutação nos genes 
da hemoglobina, dos quais a maioria permanece assintomática. No entanto, algumas 
dessas mutações podem causar anemia clinicamente relevante (WEATHERALL; 
CLEGG, 2001). Em termos mundiais, é a forma mais comum de anemia hemolítica 
congênita (HOSNI; CRUZ, 2008). Apesar das particularidades que as distinguem, 
todas essas combinações têm manifestações clínicas e hematológicas semelhantes, 
por isso, universalmente, as condutas são similares para todas, levando-se em 
consideração apenas o curso mais ou menos grave de cada uma delas (BRASIL, 
2015).  
Os pacientes com doença falciforme apresentam períodos com poucas 
manifestações clínicas, fase estável da doença, que podem ser interrompidos por 
manifestações agudas, denominadas crises de falcização. Os sinais clínicos 
observados são decorrentes dessas crises secundárias à falcização das hemácias, 
levando a uma redução na sobrevida dos eritrócitos (WEATHERALL; CLEGG, 2001) 
que passam a durar na circulação sanguínea em média 10 dias, muito menos que o 
tempo médio usual de 120 dias, estando mais sujeitas à destruição (BRASIL, 2015). 
Além disso, o formato falciforme das hemácias tende a obstruir pequenos vasos, o 
que impede a circulação sanguínea local, levando a hipóxia e isquemia, dificultando a 
irrigação dos tecidos, podendo levar à necroses e danos permanentes aos tecidos e 
órgãos atingidos, e dor severa, sendo classificada como crises vasoclusivas. Diante 
disso, praticamente todos os órgãos podem ser afetados pela oclusão vascular 
(HOSNI; CRUZ, 2008). Cada surto vasoclusivo, dura de 3 a 10 dias e vários agentes 
desencadeadores têm sido descritos. Dentre eles são destacados as infecções, 
desidratação, acidose, hipotermia, “stress” emocional e exercícios físicos rigorosos. 
As manifestações orais nos pacientes com DF não são patognomônicas. Os 
principais achados são as maloclusões (overbite e overjet), presença de calcificações 
pulpares e necrose pulpar devido a trombose dos vasos, hipoplasia de esmalte e 
dentina, linhas incrementais acentuadas e dentina interglobular, hipercementose, 
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parestesia do nervo alveolar inferior e do lábio inferior (BISHOP; BRIGGS; 
KELLEHER, 1995; DUGGAL et al., 1996; FRANCO et al., 2007; KELLEHER; BISHOP; 
BRIGGS, 1996; TAYLOR et al., 1995). Os microrganismos patogênicos orais podem 
provocar comprometimentos severos em pacientes portadores de DHb. Essas 
complicações podem levar ou agravar algumas infecções sistêmicas, o que pode 
acabar levando-os a hospitalizações recorrentes, colocando sua vida em risco. Isso 
porque, no curso de sua história clínica, as infecções são as complicações mais 
frequentes nas pessoas com DF (Di NUZZO;  FONSECA, 2004). Além de que, quando 
o paciente está em fase de crises álgicas, aplásicas ou hospitalização, essa infecção 
oral pode atrapalhar as chances do paciente manter-se bem ou atingir rápida remissão 
clínica.  No entanto, essas manifestações podem ser amenizadas com o atendimento 
odontológico preventivo, mediante práticas e ações compartilhadas sob a lógica da 
integralidade em saúde pública.  
Dados do Instituto Brasileiro de Geografia e Estatística (IBGE) e da Secretaria 
de Vigilância Sanitária em Saúde do Ministério da Saúde (SVS/MS), evidenciam que 
portadores da DF, em maior número pretas e pardas, estão inclusos nos segmentos 
de menor poder econômico, reduzida escolaridade e dificuldade de acesso a serviços 
de saúde, sendo a grande maioria dependente dos serviços públicos (BRASIL, 2014). 
A população negra apresenta dificuldades para acessar os serviços nesta área de um 
modo geral e, diante de tais circunstâncias, por suas especificidades, a situação do 
paciente portador de DHb se apresenta ainda mais complexa e se constitui numa 
situação de grande vulnerabilidade e gravidade (LADEIRA, 2014). As principais 
barreiras de acesso aos serviços odontológicos dos pacientes portadores de DHb são 
a questão econômica e a escassa oferta de serviço público de atenção integral à 
saúde bucal voltado a esse grupo populacional. Estas condições podem dificultar a 
procura aos serviços de saúde bucal comprometendo a prevenção, o tratamento e o 
acompanhamento dos pacientes (LADEIRA, 2014). 
A má condição bucal acompanha outras comorbidades - dentre elas as DHH 
e DHb - bem como as barreiras de acesso ao atendimento odontológico (SCHAFFER 
et al., 2016). A saúde bucal protege contra infecções e é parte integrante, inseparável 
e essencial da saúde geral do indivíduo (NARVAI, 2011; SCHAFFER et al., 2016). Por 
isso, é importante garantir às pessoas com essas doenças o acesso precoce aos 
serviços odontológicos. A assistência de forma integral, multiprofissional e 
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descentralizada repercutem positivamente na prevenção das doenças bucais desses 
indivíduos (BRASIL, 2014). 
Os centros de hemoterapia e hematologia (hemocentros) são os pilares da 
assistência médica a pessoas com distúrbios hemorrágicos e hematológicos no Brasil 
e tem como objetivo fornecer atendimento médico e psicossocial abrangente a esses 
pacientes e suas famílias. Os serviços de assistência integral prestados pela equipe 
multiprofissional incluem uma avaliação odontológica anual. A equipe deve coordenar-
se com profissionais de saúde bucal e pacientes que necessitam de atendimento 
odontológico invasivo. Isso incluirá discussão sobre reposição de fatores, controle da 
dor, precauções universais e antifibrinolíticos (SCHAFFER et al., 2016). 
Alguns estudos tem mostrado o manejo e as condições de saúde bucal de 
pacientes portadores de DHH e DHb (DUGGAL et al., 1996; FRANCO et al., 2007; 
GADDAM et al., 2014; HOSNI; CRUZ, 2008; KELLEHER; BISHOP; BRIGGS, 1996; 
KUMAR et al., 2018; SOARES et al., 2010; SONBOL et al., 2001; ZALIUNIENE et al., 
2014). No entanto, são poucas as publicações relacionadas com o acesso ao 
atendimento odontológico desses pacientes (FISKE et al., 2000; KALSI et al., 2011; 
SCHAFFER et al., 2016). Portanto, o objetivo deste trabalho é de identificar as 





















Identificar as principais barreiras de acesso ao atendimento odontológico de 































Introduction: People with inherited bleeding (IBD) and haemoglobin disorders 
(HbD) face barriers to access dental care due to the specific risks inherent to each 
disease. Aim: To identify the main barriers to dental care access for patients with IBD 
and HbD. Methods: Patients with IBD and HbD were invited to participate in this study 
between August 2019 and March 2020. Data were collected through a questionnaire 
consisting of socioeconomic and demographic items on self or parent-reported oral 
health conditions, questions about access to dental services and history of dental 
treatment. Univariate and multiple Poisson regression model with robust variance was 
used to determine associations between professional refusal of dental care and other 
co-variables (P<0.05). Results: The participants (29.1%) have already had 
professional refusal of dental care. The majority of the participants with IBD (53.2%) 
did not feel confident with their local dentist due to their bleeding tendency and most 
(64.6%) felt apprehensive about visiting the local dentist. The high incidence of refusal 
to provide dental care was associated with age (PR = 1.021; 95%C = 1.010-1.032). 
Individuals with low bleeding risk were less likely to be denied dental care by a 
professional compared to those with high bleeding risk (PR = 0.536; 95%CI = 0.291-
0.990). Conclusion: Professional refusal of dental care was high in IBD patients 
particularly for older adults. Most participants felt apprehensive about seeking an 
outside dentist and patients with IBD were more denied dental care than those with 
HbD due to their increased risk of bleeding. 
 
Keywords: Healthcare Disparities; Dental Care for Chronically Ill; Haemophilia; Sickle 
Cell Anemia; Inherited Blood Coagulation Disorders; Sickle Cell Disorders; Refusal to 
Treat. 
 
                                                          







Inherited bleeding disorders (IBD) include defects of coagulation factors, as 
haemophilia A and B and von Willebrand disease, including rare haemorrhagic and 
platelet disorders [1–4]. This group may have an increased risk of significant bleeding 
during invasive dental procedures, often requiring adequate pre-operative treatment 
with a systemic haemostatic agent [3,5,6]. This means that some treatments may need 
to be performed at a hospital or specialised dental clinic [3]. Therefore, maintaining the 
oral cavity free of disease and inflammation can minimise several serious risk factors 
for bleeding [7]. This can be achieved through prevention and promotion of oral health. 
However, these individuals face difficulties in accessing dental care services. 
It has been reported that IBD patients face difficulties in accessing professional dental 
care due to specific risks of their disease, as the professional may refuse to provide 
dental care or there may be patient-related barriers, which potentially contributes to 
the deterioration of oral health [3]. This may increase the need for more invasive dental 
treatments, thereby increasing the need for haemostatic coverage. A very common 
complication in these patients is excessive bleeding after dental procedures, 
particularly after tooth extraction [8]. Therefore, even without factor replacement 
therapy, preventive dental care should always be more affordable and safer than 
invasive treatments because of poor oral conditions. The main barriers to access 
dental care may be the refusal of dentists to treat individuals with this condition, which 
also includes patient’s embarrassment and apprehension about previous dental 
procedures, fear of injury and lack of confidence in the dentist [3]. 
Haemoglobin disorders (HbD) cover all genetic haemoglobin diseases, such 
as sickle cell disorder (SCD). These genetic disorders affect the structure or expression 
of different haemoglobin fractions [9]. SCD is one of the most common genetic and 
hereditary diseases in the world, with sickle cell anaemia (SCA or Hb SS) and S-beta 
thalassaemia being the most frequent ones [10]. In the course of their clinical history, 
infections are the most frequent complications in these individuals. Thus, oral 
pathogenic microorganisms can cause severe impairment in HbD patients. These 
complications can lead to or worsen some systemic infections, which can result in 
recurrent hospitalisations and putting life at risk. In addition, when the patient is 





the patient's chances of keeping well or achieving rapid clinical remission [11]. 
However, these manifestations can be mitigated with preventive dental care. 
Yet, people with HbD also face additional barriers to access dental care as 
they are neglected due to systemic complications of these disorders [12]. Since the 
oral health condition is frequently a non-life threatening, both patient and physician 
normally address these problems as trivial and this may lead to neglect [13]. These 
patients may not regard oral health as a priority, especially among low socio-economic 
groups [14], and have difficulty accessing primary healthcare services due to racial 
inequalities, particularly those with SCA [12,15,16].  
Barriers are multi-layered and more difficult to overcome when they occur 
jointly [17]. The idea of a “web of effects” shows that these barriers are inter-linked, 
happening simultaneously and thus being more difficult to overcome [17,18]. For van 
der Zande et al. (2020), the combination of socioeconomic circumstances and how 
dental care is experienced or valued are barriers hindering visits to the dentist. Many 
people do not give proper importance to oral health, reporting that they had only visited 
dentists when having a problem [17]. Therefore, patients with IBD and HbD probably 
give more importance to their underlying disease than to their oral health. They may 
forget or do not know that improving oral health is important to their general health. 
Moreover, they have difficulty accessing primary dental care services through the 
Brazilian National Health Service (BNHS) because of their genetic condition 
[12,15,16]. Empirical information from health care providers and families suggests that 
children with chronic health problems have additional barriers to accessing dental care 
because of their underlying disabilities [19]. In primary care, genetic disorders 
frequently do not have national specific guidelines for dental health [12,13,20]. These 
patients are focused on secondary care, often in haematology centres [12,21]. 
Therefore, most of these patients have curative rather than preventive treatment. 
Dental care services probably do not prioritise prevention nor promote specific 
measures [20].  
The lack of oral health is associated with several systemic diseases (e.g. IBD 
and HbD) and barriers to access dental care [7]. Oral health protects against infections 
and is an inseparable part of the individual's general health [7,22]. Therefore, it is 
important to guarantee these people early access to dental care services [23]. Dental 





regarding access to dental care for people with IBD and HbD. Some studies have 
investigated the management and oral health conditions of patients with bleeding and 
haemoglobin disorders [2,4,6,24–27]. However, there are a very few publications 
related to access to dental care for these patients [1,3,7,28]. Public policy makers and 
health service providers must prioritise oral health to improve general health and 
quality of life of people with these conditions. Therefore, the aim of this study was to 
identify the main barriers to access dental care for this group of patients. 
 
3.2 MATERIALS AND METHODS 
 
This cross-sectional study was conducted at the Paraná State Centre of 
Haematology and Haemotherapy (HEMEPAR) of the Federal University of Paraná 
(UFPR), Curitiba, PR, Brazil, after being approved by the local Clinical Research Ethics 
Committee according to protocol number CAAE 13377719.5.0000.0102 and 
recommendations of the STROBE statement (the Strengthening the Reporting of 
Observational Studies in Epidemiology).  
All patients seen at the HEMEPAR’s dental clinic from August 2019 to March 
2020 were invited to participate in this study, with all of them signing an informed 
consent form. 
Data were collected through a questionnaire applied by the researcher and 
which was answered by the parent/guardian of minors or by adult participants 
themselves. Participants were excluded from the study if the questionnaire was only 
partially completed. 
The participants answered socioeconomic and demographic questions (age, 
gender, education level, skin colour and socioeconomic status), including self or 
parent-reports on oral health conditions. Questions about access to dental services 
and history of dental treatment were adapted from a questionnaire related to barriers 
faced by patients with blood disorders [3] and from Brazilian national surveys on 
healthcare access and use of health services (Brazilian National Health Survey – PNS 
[29] and National Household Sample Survey – PNAD [30]). The participants were 
asked whether they needed dental visits in the previous year, whether they sought 





Data were consolidated and presented in descriptive tables showing measures 
of central tendency and variability for numerical variables, with categorical variables 
being distributed according to absolute and relative values. All statistical analyses were 
performed by using the SPSS Statistics™ software (Statistical Package for the Social 
Sciences for Windows, version 25.0, SPSS Inc., Chicago, IL, USA). The dependent 
variables (dental care refusal) were dichotomised into “with refusal” and “without 
refusal”, whereas the independent ones were categorised by gender (female, male), 
skin colour (white, non-white), education level (none x until complete elementary 
education, complete elementary education x incomplete secondary education, 
complete elementary education x incomplete higher education), increased risk of 
bleeding (yes, no) and per capita income (< U$100.27, U$100.27 to U$207.16, ≥ 
U$207.17). Age was considered as a continuous variable.  Poisson regression was 
used to determine associations between dental care refusal and other co-variables (P-
value < 0.20). Univariate analyses were incorporated into the multiple Poisson 
regression model with robust variance. Variables with the best fit and those remaining 





From the 136 patients invited, 131 were included in this study, with 38 being 
male (29%) and 93 female (71%). Sixty-seven participants (51.1%) were 
children/adolescents and 64 (49.9%) were adults, with mean ages of 7.9 (SD = 4.49) 
and 38.1 (SD = 16.01) years old, respectively. Skin colour was self-reported by 83 
participants as white (63.4%) and by 36 as non-white (27.5%). Twelve individuals 
(9.2%) did not declare their skin colour. The majority of the interviewees (n = 85; 
43.4%) had complete or incomplete secondary education and 86 (66.7%) were married 
or in stable union. Monthly per capita income was U$234.53 (Table 1).   
Inherited bleeding disorders (67.2%) were more frequent than the 
haemoglobin ones (32.8%), with haemophilia A (40.4%) being the most common 
among both conditions and whose severity was the highest (46.6%), followed by SCA 





Seventy-six of the 131 participants (58%) had visited a dentist at least once in 
the past year, in which preventive appointment (prophylaxis/monitoring/diagnosis) was 
reported by 53.2% as their last visit to the dentist, whereas 46.8% for 
curative/restorative treatment. Most participants made their last visit to a dentist 
outside a specialised dental clinic (79.5%), being 48 attending a private dental service 
and 45 a public one. The participants had already been denied dental care (29.1%). 
According to the participants with IBD, 53.2% did not feel confident that their local 
dentist was able to provide dental care considering their bleeding tendency. Most 
participants (64.6%) felt apprehensive about visiting a local dentist because of their 
health condition and 38.4% had already needed dental treatment, but they could not 
afford it or could not schedule an appointment at the public service (Table 3). 
In the univariate analysis, the variables age and increased risk of bleeding 
showed statistically significant relationships with dental care refusal. Both variables 
were maintained in the multivariate model. Thus, the older the individuals the higher 
the incidence of dental care refusal (PR = 1.021; 95%CI: 1.010-1.032). Also, 
individuals without increased risk of bleeding had a lower incidence of dental care 





The barriers to access dental care for this specific population can be 
considered high, since 29% of the participants experienced dental care refusal. Our 
findings match those found by Kalsi et al. (2011) and Fiske et al. (2000), who showed 
that dental care refusal was reported by 20% and 18% of the patients, respectively 
[1,3]. This can be explained by the fact that many professionals do not feel qualified to 
provide dental treatment to this population [31]. General dentists would be more willing 
to provide care if they had some guidance and support from specialised dental teams 
[3]. Fiske et al. (2000) showed that the most frequently cited barrier to dental care was 
the dentist’s reluctance to provide treatment for IBD people [1].  
The incidence of dental care refusal for older individuals was higher. This may 
have occurred because adults had visited a dentist more often than 





Moreover, complex unmet needs, both cumulative and curative, could not be discarded 
as a reason for refusal. Older individuals might have more complex dental care needs 
and medical comorbidities, which would make it more difficult to find a professional 
prepared to provide oral care [19]. On the other hand, individuals with inherited 
bleeding and other related complications have benefited from treatment advances (e.g. 
opportunistic or prophylactic clotting factor replacement therapy), which facilitates 
clinical management of IBD patients. People with high-risk bleeding conditions also 
had a higher incidence of professional refusal. Therefore, patients with IBD may have 
been denied dental care more frequently than those with HbD and the more severe the 
IBD the higher the incidence of refusal. General dentists do not feel confident in treating 
IBD patients due to the bleeding risks [3]. The difficult access to primary dental care 
by HbD patients is also related to racial inequalities [12,15,16]. However, skin colour 
was not statistically significantly related to dental care refusal in this study. 
In addition, participants with IBD in our study frequently reported lack of 
confidence about visiting a local dentist outside a specialised dental clinic because of 
their bleeding tendency. The same results were found elsewhere, showing that 
patients did not feel that their general dentists had knowledge to treat them and that 
this specific population were afraid that general dentists are not capable of managing 
their disorder [1,3]. The dentists' ability to provide special dental care has been a 
concern for other groups, such as candidates for allogeneic hematopoietic stem cell 
transplantation (HSCT) and patients with cerebral palsy [31,32]. 
Most of the participants felt apprehensive about visiting a local dentist because 
of their health condition, which are findings similar to those reported by some previous 
studies on bleeding disorders and HSCT patients [1,3,31]. People with HbD report fear 
of dental treatment and that the costs involved inhibit them from seeking such care 
[33]. Moreover, one can speculate that patients with special care needs and their 
families feel apprehensive about seeking an outside dentist due to their previous 
negative experiences. Among the Finnish general population, low socioeconomic 
status, long travel distances, male gender, intermediate or basic education level and 
dental fear were barriers for access to oral health care [34]. However, our findings only 
fit with the latter barrier reported as the others were not statistically significant.  
According to our results, most of the participants had visited a dentist at least 





specialised dental clinic. A national oral health survey showed that the Brazilian 
general population had visited a dentist less frequently than our sample of participants 
[21], with the last visit being to a private dental office rather than to a public service, 
which is similar to our data. This difference in the frequency of visiting a dentist may 
be due to the fact that patients with IBD and HbD are more concerned with their 
underlying systemic disease (and consequently with their general health) than those 
without it. However, health care systems are primarily focused on preventive and 
specialty medical care, including community and education services, and thus little 
attention is given to dental care [19]. Both groups of patients visited the private service 
more frequently than the public one, probably because the access to the former is 
faster and less bureaucratic than the access to the latter, particularly regarding first 
appointments and urgent care. On the other hand, some other studies showed that 
patients with IBD made a higher number of visits to a dentist (at least once in the 
previous year) than in our study, which is comparable to the general population of 
England, Wales and Northern Ireland (Department of Health 2009 Adult Dental Health 
Survey) [1,3,35]. However, our sample also had patients with HbD, which may explain 
the lower number of regular visits to the dentist. This is corroborated by a study 
conducted at the Feist-Weiller Cancer Centre in Shreveport, Louisiana, United States, 
showing that only one third of the patients with HbD had made their last dental visit 
within a year [13]. 
An ethnographic study explored how dental care barriers combine together. 
Five barriers for access to dental care were identified: available resources, importance 
of oral health, trust in dentists, dental anxiety and embarrassment [17]. These fit with 
our findings. This study also shows the importance of oral health in the people's 
everyday lives, which could not be traced back to a social class alone. In addition, it is 
suggested that barriers do not occur in a linear and additive way, but combine 
themselves as a ‘web of causation’, which may become more difficult to overcome over 
time [19]. Thereby, feelings of shame could occur with the progression of the untreated 
disease, meaning that the barriers expanded and became exceedingly difficult to 
address and that more resources are required [17]. This perception is important for 
understanding the difficulties faced by people with IBD and HbD in accessing dental 
care, including the additional barrier of being concomitantly denied other health 





about their oral health condition, which in turn further expand the barriers over time. 
Our study supports this idea, that is, the older the individuals and the more severe the 
disorder, the higher the incidence of refusal. 
These barriers become more complex over time, which requires more 
resources to overcome them. The importance of oral health is increasingly essential 
for strategies to overcome such barriers. For developing interventions to address 
dental care barriers for this specific population and strategies to overcome them, it is 
necessary to consider priority changes among the barriers, their interlinked effects and 
their accumulation over time [17,36]. Improvement in oral health literacy, especially at 
haemotherapy centres, can help people realise its importance [37]. Including dental 
surgeons in the multidisciplinary team at these centres could also facilitate overcoming 
some of these barriers. The continuing education on the care of these patients for 
primary healthcare professionals and improvement of undergraduate curriculum are 
also a good option. 
Although people with IBD and HbD have distinct peculiarities, both conditions 
were treated at the same healthcare centre. As this study was a census survey, 
conducted at a reference centre, the resulting data are representative of this population 
and the probability of selection bias was reduced. However, the present study has 
some limitations, such as memory bias, which may occur when using questionnaire 
data. Therefore, further studies should be performed to determine specific barriers to 




Dental care refusal has a high incidence among people with IBD and HbD. 
Patients with IBD do not feel confident visiting a local dentist, preferring to seek care 
at a specialised dental clinic due to their bleeding tendency. Both groups of patients 
reported feeling apprehensive about seeking an outside dentist, whereas older adults 
experienced dental care refusal more frequently. Dental care refusal was also more 
frequent for patients with IBD than for those with HbD due to the real and perceived 
high risk of bleeding. Moreover, blood disease severity was associated with a higher 
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Table 1 – Distribution of the participants according to socioeconomic-demographic variables. 
 n (%) 
Participants 131 (100) 
Gender  
Female 38 (29) 
Male 93 (71) 
Age  
Mean (SD) 22.6 (19.06) 
Median  16 
Minimum 1 
Maximum 85 
Age range  
Children/adolescents 67 (51.1) 
Adults 64 (49.9) 
Skin colour  
White 83 (63.4) 
Non-white 36 (27.5) 
Not declared 12 (9.2) 
Education level†  
None until complete elementary school 44 (34.1) 
Complete or incomplete secondary school 56 (43.4) 
Complete or incomplete higher education 29 (22.5) 
Marital status†  
Single, separated, widowed 43 (33.3) 
Married, stable union 86 (66.7) 
Monthly per capita income  




† About the adults and the children/adolescents’ parent/guardian 
























Table 2 – Distribution of the participants according to blood disorders. 
Disorder  Total 
 n (%) 100% (n=131) 
Inherited bleeding disorders   
Severe haemophilia A  41 (46.6) 31.3 
Mild haemophilia A 7 (8) 5.3 
Moderate haemophilia A 5 (5.7) 3.8 
Total – Haemophilia A  53 (60.3) 40.4 
Severe haemophilia B 8 (9.1) 6.1 
Moderate haemophilia B 5 (5.7) 3.8 
Total – Haemophilia B 13 (14.8) 9.9 
von Willebrand disease (Type 1) 5 (5.7) 3.8 
von Willebrand disease (Type 3) 3 (3.4) 2.3 
von Willebrand disease 3 (3.4) 2.3 
Total – von Willebrand disease 11 (12.5) 8.4 
Factor VII deficiency 2 (2.3) 1.5 
Severe factor VII deficiency  1 (1.1) 0.8 
Total – Factor VII deficiency 3 (3.4) 2.3 
Coagulation defect unspecified 2 (2.3) 1.5 
Qualitative platelet disorder 2 (2.3) 1.5 
Factor V deficiency 1 (1.1) 0.8 
Glanzmann’s thrombasthaenia 1 (1.1) 0.8 
Bernard-Soulier syndrome 1 (1.1) 0.8 
Afibrinogenemia 1 (1.1) 0.8 
Total 88 (100) 67.2  
Haemoglobin disorders   
Sickle cell anaemia 30 (69.8) 22.9 
Thalassaemia 8 (18.6) 6.1 
Spherocytosis 4 (9.3) 3.1 
G6PD Haemolytic anaemia 1 (2.3) 0.8 















Table 3 – History of dental treatment and barriers to access dental services by participants. 
Questions N (%) 
Dental care  
Visited the dentist in the last year 76 (58.0) 
Reason for the last dental appointment  
Preventive treatment 66 (53.2) 
Curative treatment 58 (46.8) 
Where was the last visit?  
Private service 48 (41.0) 
Public service 45 (38.5) 
Haematology Centre 24 (20.5) 
Barriers to access to dental care  
Have had professional refusal of dental care 37 (29.1) 
Do not trust the dentist outside the specialised centre because of the 
bleeding tendency (only for IBD) 
42 (53.2) 
Felt apprehensive about visiting a dentist outside the specialised centre  82 (64.6) 










































































































































































































































































































































































































































































































































































































































































































































































































































































































Torna-se evidente, portanto, que a recusa de atendimento odontológico é alta 
para pessoas com distúrbios hemorrágicos e distúrbios da hemoglobina hereditários. 
Pacientes com distúrbios hemorrágicos não se sentem confiantes em visitar um 
dentista fora de um centro especializado devido a sua tendência à hemorragia e os 
dentistas generalistas podem não se sentir preparados para fornecer tratamento 
dentário. Indivíduos com distúrbios hemorrágicos e distúrbios da hemoglobina 
hereditários ficam apreensivos em procurar um dentista fora de um centro 
especializado. Os adultos mais velhos sofrem mais recusa que indivíduos mais novos. 
Pacientes com distúrbios hemorrágicos sofreram mais recusa do que pacientes com 
distúrbios da hemoglobina devido ao risco aumentado de sangramento. A gravidade 
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APÊNDICE 2 – TERMO DE CONSENTIMENTO LIVRE E ESCLARECIDO: PAIS 
















































































































































ANEXO C – NORMAS PARA ESTRUTURAÇÃO DA DISSERTAÇÃO NO 
FORMATO ALTERNATIVO 
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